The rising number of people living with HIV/AIDS (PLWHA) worldwide has made health care professionals and policy makers search for accessible health care that will meet the needs of people who are suffering from the disease and enhance their quality of life (QoL).This study investigated met and unmet palliative care needs of PLWHA in selected areas in Rwanda.The study sample included 306 participants: PLWHA, health care professionals and coordinators of HIV/AIDS units. Quantitative and qualitative methodologies were used.The data were analysed separately and then triangulated. In the findings, over 50% of PLWHA had symptoms related to HIV/AIDS most of the time, with the most common symptom being pain. Participation in activities of daily living was significantly associated with the health status of PLWHA (p<0.001).The most common perceived palliative care needs of PLWHA were medical needs, psychosocial needs and the need for financial assistance (77%); home-based care (47%); nutritional support (44%); and pain relief and management of other symptoms (43%). Most PLWHA indicated these palliative care needs were unmet, in particular the need for pain relief, symptom management, financial assistance and nutritional support. Over 50% of health care professionals reported they were not trained in palliative care.They indicated that inadequate policy and resources were the main obstacles to the provision of optimal palliative care. Addressing unmet palliative care needs would enhance the QoL of PLWHA. In addition, developing policy related to the provision of palliative care and building the capacity of health care providers is essential for the provision of adequate palliative care services in Rwanda.
Introduction
HIV/AIDS is still a threatening pandemic that has eroded many lives and affected the growth and development of many countries, especially in subSaharan Africa where the pandemic is increasing and the quality of life (QoL) of people living with HIV/AIDS (PLWHA) has been undermined. According to the epidemiological report on HIV/AIDS of the Joint United Nations Programme on HIV/AIDS (UNAIDS), an estimated 38.6 million (33.4 million -46.0 million) people world-wide were living with HIV at the end of 2005, 4.1 million (3.4 million -6.2 million) people became newly infected with HIV, and 2.8 million (2.4 million -3.3 million) people lost their lives to AIDS (UNAIDS, 2006) .
In Rwanda, it has been estimated that nationally the adult HIV prevalence is between 4-11% among women attending antenatal care services and 3% in the general population (MoH, 2005 :WHO, 2005 . In 2003 an estimated 80 000 new cases of HIV infection were reported in Rwanda, with 49 000 deaths attributable to HIV/AIDS (UNAIDS, 2003) . According to the WHO/UNAIDS report, the need for anti-retroviral therapy (ART) in Rwanda in 2005 had risen to 49 000 people but only 17 781 (36.2%) PLWHA were receiving ART (WHO, 2005) .
With the growing number of PLWHA needing medical care, the demand for resources is increasing and challenging the health system in Rwanda. It is against this background that efforts are being made by health care professionals and policy makers to search for accessible health care for PLWHA. An approach that is receiving considerable attention worldwide is palliative care (Abdu-Saad, 2000; Sepulveda, Habiyambere, Amandua et al., 2003; WHO, 2002a) . However, most countries in sub-Saharan Africa, including Rwanda, have not yet incorporated palliative care into their health care delivery system and palliative care is not yet seen as a public health issue (Sepulveda et al., 2003; Spence, Merriman and Binagwaho, 2004) .
Research findings indicate that 80% of PLWHA in Africa require palliative care and that most palliative care needs of PLWHA are still unmet (Grant, Murray, Grant & Brown, 2003; Harding & Higginson, 2004; Karus et al., 2004; Kikule, 2003; Sepulveda, Amanda, Tokwo, & Ullrich, 2002) .This study was undertaken to identify palliative care needs of PLWHA in selected areas in Rwanda.These findings were further investigated to determine if these needs were met or unmet.
BACKGROUND
Rwanda is one of the ten countries in Africa that have been identified by the WHO as most severely affected by HIV/AIDS (WHO, 2005) . It is facing a generalised epidemic, which has undermined the QoL of many people who are either infected with HIV or affected by family members who are ill.
In addition to risky behavioural factors such as multiple sex partners and low levels of condom use, the 1990 civil crisis in Rwanda and the 1994 genocide war also contributed to the rapid spread of the HIV infection in Rwanda, since rape was used as a weapon,. The UNAIDS 2003 report states that 3.2% of women in Rwanda reported being raped during genocide (UNAIDS, 2003) . Half of these women became HIV positive.The 1994 genocide war also affected the health system's infrastructure, as many health facilities were demolished.This affected the health care system in terms of health delivery and access (USAID, 2004) .
Furthermore, the HIV/AIDS pandemic has caused extreme hardship in already impoverished populations. Only 28 % of households with HIV/AIDS patients are able to pay for even the most basic health care (USAID, 2004) .
Despite the burden of HIV/AIDS on the country, various attempts have been made by the Rwandan government to fight the pandemic and enhance the treatment and care of PLWHA. In June 2003, the government approved a five-year HIV/AIDS treatment and care plan, which included the availability of ART and other supportive services to PLWHA.The ART protocol states that only PLWHA with a CD4 cell counts below 200/mm 3 are eligible for free ART. However, treatment for opportunistic infections and other conditions is provided to patients, which can account for almost 10% of the total medical bill. Additionally, the national HIV/AIDS treatment plan includes voluntary HIV testing and counselling (VCT), coordination of services, medical treatment including anti-retroviral drugs (ARVs), clinical monitoring and adherence support, psychological care, ancillary support services, prevention and education, community and home-based care (HBC) which include palliative care (GoR, 2004; William John Clinton Foundation, 2003) .
Most of the HIV/AIDS treatment and care has been delivered in inpatient hospital settings, where supportive care and treatment for opportunistic infections are provided, to the extent that resources and drugs are available (GoR, 2004; William John Clinton Foundation, 2003) . However, most PLWHA are poor and live in non-urban areas, so it is largely only PLWHA who live near the well-equipped hospitals, which are in the urban centres, and are able to afford the medical bills, who have access to HIV/AIDS treatment and care.This suggests that there are still many PLWHA without coverage for treatment and care.This is linked to the limited resources available in the country to cover the needs of PLWHA. However, through PEPFAR funding, the government has decentralised the provision of ART to the district level throughout the country in order to rollout ART (MoH, 2005) .
The provision of opioid drugs has not yet been well integrated into the HIV/AIDS treatment plan in Rwanda, and their provision is very limited, particularly the provision of opioid drugs for management of pain.Where palliative care has been delivered, it is mainly in tertiary hospitals, such as Centre Hospitalier Universitaire Kigali (CHUK), and in a few district hospitals.The national policy on narcotic and opioid drugs describes how they can only be provided at the tertiary hospital by a qualified physician and they should only be dispensed as the last option for management of severe pain.This suggests that PLWHA who are not able to reach tertiary hospitals for pain control with opioid drug such as morphine are likely to experience a lot of pain during the course of their disease, and die in pain.
In Rwanda morphine is the most common opioid drug used for cancer or AIDS patients with severe pain. However, the access is very limited and its consumption is very low. A recent study of opioid analgesics in the world showed that the morphine dose that is used in Rwanda is low, with a consumption of 0.0088 milligrams per capita (Joranson, Ryan, & Jorenby, 2004) .The low consumption or insufficient availability of morphine or opioid drugs could be due to regulation and pricing.Therefore, there is an urgent need for the Rwandan government to revise the policy on opioid analgesic drugs to increase the availability of, and early access to opioid drugs.
Like in other sub-Saharan African countries, the HIV/AIDS epidemic has stretched the already poorly resourced health care infrastructure. Schneider, Nandakumar, Porignon, Bhawalkar, Butera and Barnett (2000) argue that in Rwanda only 10% of the total per capita health expenditure is spent on prevention and treatment of HIV/AIDS and related care. Consequently, the health care system has been affected regarding health delivery and access (USAID, 2004) . This has also influenced the delivery of palliative care in Rwanda since palliative care is mostly delivered at the hospital level.
Different understandings of the definition or concept of palliative care affect the provision of palliative care in Rwanda, particularly for PLWHA.The WHO defines palliative care as an approach that improves the QoL of patients with life threatening illnesses, such as cancer or HIV/AIDS, as well as that of their families (Singer & Bowman, 2002; WHO, 2001; WHO, 2002a) . Palliative care support includes the prevention and relief of suffering.This includes the early identification, careful assessment and treatment of pain, physical problems, psychological problems and spiritual problems (WHO, 2002b) .
However, most health professionals view palliative care as hospice care or terminal care rather than a continuum of care (Sepulveda et al., 2003) . Furthermore, palliative care is also considered as homebased care (HBC).WHO defines HBC as the provision of health services by formal and informal caregivers in the home in order to promote, restore and maintain a person's maximum level of comfort, function and health including care towards a dignified death (WHO, 2006) . HBC is thus a way of providing palliative care services at home. However, HBC in most of African countries, including Rwanda, only focuses on psychological care. As a result, in Africa, palliative care cannot said to be the same as HBC. Bereavement counseling, spiritual support and medical aspects of palliative care also need to be included.
HIV/AIDS has become a chronic, progressive disease since the introduction of highly active anti-retroviral therapy (HAART) (Selwyn & Rivard, 2003) . As a result comprehensive treatment now requires the integration of palliative and curative approaches, unlike in the pre-HAART era (Selwyn & Rivard, 2003) .
This suggests that there is a need to raise awareness among health professionals of the new concept of palliative care and the importance of integrating palliative care into the continuum of care for PLWHA, rather than viewing it as only terminal care.
Given the increasing spread of the HIV/AIDS epidemic in Rwanda and the backdrop of limited resources, the identification and prioritisation of patients' needs would assist in designing appropriate palliative care services for PLWHA, especially within the context of the financial constraints of the health services. Nonetheless, palliative care needs of PLWHA are multifaceted, depending on many factors such as the stage of the disease, the health infrastructure and health system of the country, and the socio-economic status of the PLWHA.
Studies in many countries across the globe, and in particular in developing countries, highlight pain relief and symptom management, psychological support, spiritual support, food and financial support as the predominant palliative care needs of PLWHA (Coughlan, 2004; Harding & Higginson, 2004; Karus, Raveis, Marconi et al., 2004; Lasechinger,Van Manen, Stevenson & Fothergill-Bourbonnais, 2005) . A few studies have assessed to what extent palliative care needs are met.These studies suggest that the needs least likely to be met are those for: pain relief and symptom management; psychological support; training of family caregivers; financial support; food provision; HBC and in-patient care (Lasechinger et al., 2005; Sepulveda et al., 2003; Williams, 1999) . Where palliative care needs are met, this is mainly through the support of families and relatives (Beedham & Wilson-Barnett, 1995; Lasechinger et al., 2005; Sepulveda et al., 2003; WHO, 2002b) .
The WHO progress report on its palliative care projects in Uganda, Ethiopia, Zimbabwe, South Africa and Botswana highlights challenges African countries face in providing optimal palliative care (WHO, 2002b) .This report states that problems in providing palliative care include: the lack of trained human resources, especially health professionals and social workers; a poor understanding of palliative care among health providers; the shortage of hospices and day care centres; an inadequate regulatory framework; inadequate funds for palliative care activities; insufficient training for HBC providers; poor physical health facilities; the lack of a multidisciplinary palliative care team; inadequate treatment modalities for pain and other symptoms; and an inadequate national palliative care strategy.The report indicates that assessment of both met and unmet needs is crucial for effective health service planning (Willes, Payne & Jarrett, 1999) .
For effective planning and implementation of palliative care for PLWHA in Rwanda to take place, identification of their needs is imperative.To date there has been no published study that has examined palliative care needs of PLWHA in Rwanda.To meet this gap, this study focused on the identification of met and unmet palliative care needs of adults living with HIV/AIDS in Rwanda.To achieve this aim, the study firstly identified palliative care needs of PLWHA, and secondly determined the extent to which palliative care needs were met.
Methods
This descriptive cross sectional study was carried out between December 2005 and February 2006 in Kigali City and Butare, 1 Rwanda.The study used both quantitative and qualitative methodology.
The study population included PLWHA, healthcare workers (i.e. medical doctors, nurses, physiotherapists, social workers, dieticians and counsellors/psychologists) and coordinators of HIV/AIDS units. PLWHA included in the study were outpatients and inpatients from six health facilities: two national referral hospitals, one district hospital, two health centres, and a day centre run by Treatment and Research AIDS Centre (TRAC).The inclusion of both inpatients (who are mainly on ART) and outpatients from different levels of health care was to get a general picture of PLWHA's palliative care needs.
A purposive sampling method was used in order to gather in-depth information from PLWHA and from key informants (HIV/AIDS coordinators and health care professionals) who had an overview of palliative care services for PLWHA. According to Bless and Higson-Smith (2000) , purposive sampling is used in special situations in which a researcher selects unique cases that are especially informative for in-depth investigations.
There were 306 participants in the study including PLWHA, health professionals and coordinators of HIV/AIDS units.The inclusion criteria for the PLWHA were people who were sero-positive; registered at health facilities included in the study; who could read and write; and those with a cognitive ability to comprehend and communicate. Exclusion criteria were individuals under the age of 15 years; those with severe cognitive problems; and those with disabilities such as people who were blind or deaf. Inclusion criteria for health professionals were any health professionals, i.e. medical doctors, nurses, physiotherapists, counsellors, psychologists, social workers, and nutritionists; working at a health facility included in the study; and were part of the HBC/ palliative care team or had been involved in HIV/AIDS care for more than one year.
Two questionnaires, adapted from literature, were used for quantitative part of the study.The questionnaire used for the PLWHA to assess their palliative care needs, was adapted from Kikule (2003) .The questionnaire for health care professionals was adapted from Steward, Ormond, Linnebach and Schellenberg (2000) . Prior to administration of the questionnaires, a professional translator translated the questionnaires into Kinyarwanda (local language) and French.These translated questionnaires were piloted in Rwanda in an attempt to ensure validity and reliability, minimising instrument bias.The interviewer checked the questionnaires with the respondents to avoid errors in completing the questionnaires. Patients' medical files were also used to gather factual clinical data on the PLWHA's CD4 cell counts, symptoms, stage of HIV infection, and medication.
A total of 250 questionnaires were administered to PLWHA who gave consent to participate in the study and 50 questionnaires were distributed to health professionals who gave consent to participate in the study.The purpose of the quantitative data was to quantify the perceived palliative care needs.
In the qualitative part of the study, interview guides were used for the individual interviews with HIV/AIDS coordinators and a focus group discussion for PLWHA.The interview guides included questions needing more in-depth information to supplement the information provided by questionnaires, and was thus was developed after the questionnaires had been administered.
Four coordinators of HIV/AIDS units at the health facilities were interviewed to explore their perception of the palliative care needs and the strengths and gaps in the service provision.Twelve PLWHA, who were members of an association affiliated to the national association of PLWHA (ANSP+), were purposively selected for a focus group discussion to explore in greater depth their perceived palliative care needs and their experiences of palliative care and other health services.
The quantitative data were captured in Excel and analysed using SAS and SPSS. Qualitative data were transcribed, then analysed by coding and identifying themes.The quantitative findings were compared to the qualitative findings using triangulation (Rees & Bath, 2001) .These findings are integrated in the results.
Permission to conduct the study was obtained from the Rwandan Ministry of Health Ethical Committee and the Research Study Grant Committee of the University of the Western Cape (where the researcher was a student).The purpose of the study was explained to the participants and verbal consent obtained from PLWHA.Written consent was obtained from the health care workers and coordinators of HIV/AIDS units. PLWHA were assured that information would be treated in confidence and that they would still receive care from the programme if they chose not to participate in the study.
Results
All 250 questionnaires from the PLWHA and the 40 questionnaires from the health professionals were returned.The socio-demographic characteristics of the PLWHA who participated in the study are presented in Table 1 Some PLWHA reported difficulty performing activities of daily living (ADL). PLWHA who reported having no symptoms indicated they could participate more easily in ADL than those with symptoms.The association between the reported health status and the ability to perform ADLs was significant (p<0.001).
Palliative care needs identified by PLWHA
The palliative care needs identified by PLWHA are illustrated in Figure 1 .
Financial needs
The majority of PLWHA (77%) identified the need for financial assistance. Most PLWHA were unable to pay for their medical care or that of their family members: The majority of PLWHA (91%) reported having financial problems, and only three PLWHA (1%) received financial support. Out of the three PLWHA who received financial support, only one participant had support which he considered "helped a lot" to meet his needs.
Home-based care (HBC) needs
The second most frequently identified need, reported by 62% of PLWHA, was for HBC. Many PLWHA preferred to be looked after at home:
We also need HBC, so that we receive the care at home.
Sometimes it is difficult to get to the hospital for treatment due to sickness or transport. I would prefer to be looked after at home. (PLWHA)
Others PLWHA said they felt less stigmatised if they were cared for at home: 
Regular visits at home help a lot because you feel not stigmatised or discriminated.Thus also helps health workers

Pain relief
Treatment provided for pain in Rwanda includes analgesics drugs such as Ibuprofen or prophylactic treatment such as co-trimoxazole, and physiotherapy for those who have neurological related pain and chest pain. Seventy two percent of PLWHA indicated that they experienced pain.While 50% of PLWHA indicated that they had had treatment to relieve their pain, 23% of these participants reported it did 'not help'. A further 42% of these participants reported that the treatment helped 'a little bit', 27% of these participants reported it helped 'quite a lot' and only 8% of these participants said that it helped 'a lot'.
Psychological or emotional support
A high proportion of PLWHA (65%) indicated they had had psychological problems. Sixty two percent of participants had received psychological support. Of these, 11% of participants reported that the psychological support helped 'a lot' while 3% reported that it 'did not help'.
Physiotherapy support
Of the 250 participants, only 11 (7%) participants had received physiotherapy support. Of these, 10 (90%) participants had had massage as their treatment with 8 (80%) participants indicating that the massage had helped them. One participant had had joint mobilisation. Six participants (75%) reported that the electrotherapy they had received had 'helped'.
Health care for families
The expressed need for access to medical care by PLWHA did not only focus on their own needs as a result of their illness but also the medical care that was needed by their partners and children who were also ill, including some who have AIDS. As one of the participants stated:
Some of us have children and husbands who are sick too, but the medical care provided to us does not cater for our children and husbands. (PLWHA)
Emotional support for the families was also needed, as one of the PLWHA stated:
We need also counselling service, which will provide psychological support towards my family.
Obstacles to the provision of palliative care
Health workers identified obstacles to the provision of palliative care to PLWHA and their families.These are presented in Table 2 .
Seventy eight percent of health workers indicated that there were not have enough staff to meet the palliative care needs of all PLWHA and their families. Additionally one coordinator described the limited capacity of the human resources:
The need for an increase in health workers, who are skilled, is to enable them to deliver palliative care service to people who require it.
A major obstacle to providing pain relief was the shortage of drugs:
Most of the hospitals do not have sufficient drugs for pain control and relief especially opioid drugs. In addition, opioid drugs are very expensive and patients cannot afford to buy them.We really need drugs to effectively manage the pain of our patients. (Coordinator)
They identified a shortage of equipment, with 88% of health workers reporting that they did not have enough equipment at their workplaces:
We need equipment such as motorbikes to facilitate transport for health workers who go for HBC.We also need a department, which is well equipped with a computer so that we can have a database of information on patients' needs and the services provided, as well as hospital wards which will be specifically for patients under palliative care.
Other obstacles to providing palliative care identified were the Rwandan culture, stigma, and inadequate policy on palliative care as well opioid drugs.
In summary, despite the health care services available for PLWHA and their families to meet needs, many of their palliative care needs were still unmet, especially financial assistance and pain relief. Only 11% of PLWHA indicated that psychological support 'helped a lot', 8% of PLWHA indicated pain relief 'helped a lot', and 1% of PLWHA indicated that the financial assistance 'helped a lot'. Obstacle n %
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DISCUSSION
The HIV/AIDS epidemic in Rwanda has undermined the QoL of many PLWHA and their families, affecting all segments of the population, and threatening the development and prosperity of the country. As the numbers of PLWHA continue to grow and the demand for care increases, the limited access to treatment and care will further compromise the quality of life of PLWHA.
The development of palliative care has become necessary to meet the needs of the sick and improve their QoL (Sepulveda et al., 2002) .The World Health Organisation recommends the development of palliative care in countries with a low resource base, as a means of ensuring that care is accessible to all patients and their families. Palliative care needs include physical, psychosocial and spiritual care.This could be delivered either in the hospital or at home.
The areas of greatest concern are the economic status of PLWHA and the infrastructure of the health system for the provision of comprehensive HIV/AIDS care including palliative care. In this study, health care workers, the HIV/AIDS unit coordinators and PLWHA had similar perceptions of palliative care needs for PLWHA.There is a need for pain relief and management of other symptoms; access to ARVs and opportunistic infection treatment; nutritional support; HBC; financial assistance; housing; physiotherapy; access to HIV/AIDS information; psychological support for both patients and their families; and spiritual counselling. However, the most frequently mentioned perceived palliative care needs were for financial assistance (77%), HBC (62%), nutrition (44%), pain relief (43%) and access to ARVs (40%).These are similar to needs identified in studies in other countries (Grant, Murray, Grant & Brown, 2003; Harding & Higginson, 2004; Karus et al., 2004; Kikule, 2003; Lasechinger et al., 2005; Lau,Tsui, Li, Chung, Chain & Molassiotis, 2003; Sepulveda et al., 2003) .
Most of the palliative care needs that were identified in the study were not met, in particular the need for access to palliative care, access to ARVs, pain relief, psychological support, financial support and health care for families.
In Rwanda, like many African countries, poverty has resulted in poor health care, consequently most of the needs identified by PLWHA were indirectly financial needs. However, provision of ARVs and prophylaxis treatment for opportunistic infections was the most common service provided to PLWHA in all the health facilities that participated in the study. Katz, Cunningham, Mor, Andersen, Kellogg, Zierler et al. (2000) argue that the priority form of medical care for PLWHA in many African countries has been the provision of ARVs and other drugs rather than other supportive services, while the availability of opioid drugs for pain relief is often limited or non-existent.
There is evidence that ARVs significantly improve the QoL and survival of PLWHA when they are introduced early (Wang,Vlahov, Galai, Bareta, Strathdee & Nelson et al., 2004) . Although the findings of this study indicate that 60% of the PLWHA were on ARVs, the accessibility to ART is still poor and the coverage is low in the general population of PLWHA who require ART.The PLWHA in the quantitative sample were in hospital, so were more likely to be receiving ART than others outside hospital, particularly PLWHA in the rural areas.The low coverage and problems with accessibility to ART has been reported in many other African countries beside Rwanda. Katz et al. (2000) argue that despite the increasing accessibility of ART globally, most PLWHA in most African countries have limited access to ART.This suggests that African states, including the Rwandan government, should consolidate their efforts to improve the distribution and uptake of ARVs.
The need for pain relief by PLWHA was not met, although the findings indicate that over 50% of PLWHA had received treatment for pain. However, only 8% of PLWHA said that the treatment received for pain 'helped a lot'.This suggests that the management of pain is limited and ineffective. Health care workers identified the lack of capacity of health workers as a problem for the effective functioning of the palliative care team.This finding is supported by other studies which suggest that inadequate pain management is due to lack of knowledge of health professionals about HIV/AIDS, inadequate palliative care, as well as inadequate access to essential analgesics or ARVs (Gwyther & Rawlinson, 2004; O'Neill, Romaguera, Parham & Marconi, 2002) .
In Rwanda the ineffective management of the pain of PLWHA was largely due to the limited access to opioid drugs and other analgesics drugs. In addition, one could argue that limited access to and availability of opioid drugs in health facilities will affect the delivery of palliative care in Rwanda.There is a need for the health sector to advocate for an increase in the supply of drugs and increased accessibility to the drugs, especially opioids, in order to improve palliative care and the management of pain of PLWHA.
Many people in Rwanda have experienced psychological difficulties as a result of the genocide war in 1994. At that time millions of people died and thousands of women were raped, resulting in the high number of women who are HIV positive.With the additional emotional difficulties that people experience with the HIV/AIDS epidemic, a great deal of psychological support is needed. However, of the 50% of PLWHA who indicated they had had psychological support only 11% of indicated that the support helped them 'a lot'. Franks, Salisbury, Bosanquet,Wilkinson, Kite, Naysmith et al. (2000) argue that palliative care should address the psychological problems of both patients and their families.This is even more important in Rwanda, considering the particular situation following the war. Steps need to be taken to plan for psychological services, including bereavement services to be provided to both PLWHA and their families.
In addition, health workers identified various obstacles that impede the proper delivery of palliative care of PLWHA.These include limited number of skilled health workers, inadequate policy on palliative care, and availability of opioid drugs, Rwandan culture, stigma and funding.The above listed obstacles have also been identified in other studies in Africa (Coughlan, 2004; WHO 2002b) .Therefore, the Rwandan government should take measures to address the above obstacles and improve the provision of palliative care by engaging with stakeholders and international funding agencies.
The need for financial assistance was the need most frequently identified by PLWHA; however, it was not met. Of the three (1%) PLWHA who had received financial support only one (33%) PLWHA reported having received financial support that 'helped' meet their needs. Health care workers indicated that financial assistance was a service that was not offered by their health facilities.Where the financial support was available it was funded and provided by NGOs. Studies in other African countries have found a similar problem (Kikule, 2003; Sepulveda et al., 2003; WHO, 2002b) .The extreme poverty in Rwanda makes it difficult for the health sector to provide financial support to PLWHA and meet their financial needs. Poverty has affected the health infrastructure and the delivery of health care. It is to a large extent the underlying cause of the inadequate provision of ARVs, of drugs for opportunistic infection, and of limited opioid drugs.
In spite of limited financial resources available in the country, the Rwandan government needs to develop strategies to alleviate poverty among the Rwandan population, particularly those who are HIV positive, since many PLWHA have lost their income as a consequence of their illness while at the same time having increased medical expenses. Schneider et al. (2000) have shown that HIV seriously impairs the ability of households to meet basic needs.The nutritional needs of PLWHA were highlighted in the study.This is the direct result of poverty, but is aggravated by the illness.The health workers indicated that there was an urgent need for food supplements to be provided by the palliative care teams.The health sector could collaborate with non-governmental organisations to address the financial need of PLWHA and provide food supplements.
Study limitations
This study is not free of limitations that affect generalisation. Firstly, PLWHA were mainly from urban and peri-urban areas in Kigali City and Butare provinces (i.e. Southern Province), with a small number of participants from the rural areas in neighbouring provinces such as Kibuye and Gikongoro. Palliative care needs of PLWHA in the rural areas are likely to be different from those in the urban areas as there is increased poverty and more traditional cultural and religious values and belief systems.There is a need for further investigation to determine the care needs of PLWHA living in rural areas, as well as factors that hinder the delivery of palliative care, including cultural and religious values and beliefs.
Secondly, the ability of the participants to read and write as an inclusion criterion affected the nature of the sample.The limited resources for the study made it impossible to include research assistants to assist those who were illiterate. Finally, the study did not include caregivers or family members of PLWHA.Their participation could have provided a broader picture on palliative care needs, by focusing on both PLWHA and their families since palliative care needs to include the care of the patient's family.
CONCLUSION
HIV/AIDS is a disease with severe social consequences that primarily affects those who are already poor and socially disadvantaged. HIV/AIDS is accompanied by bereavement, loss of relationships, unemployment, disability, increased health care costs, stigma and ostracism, and fear of premature death. Palliative care is recommended as an appropriate form of support for PLWHA and their families.The findings of this study indicate that many needs of PLWHA in Rwanda have not been met through palliative care.This has affected the QoL of PLWHA and their families. Palliative care programmes for PLWHA in Rwanda need to be revised in order to address unmet needs.These are pain control and relief, financial and psychosocial needs. These palliative care needs of PLWHA, and the obstacles to the provision of optimal palliative care, need to be taken into consideration by policy makers and health professionals who plan palliative care services for PLWHA in Rwanda.
Footnotes
